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Assisting those can'ngfor o terminally ill family member at home can be
a rewarding but challenging nursing experience. Providing adequate nurs-
ing support is critical to the success of this type of caring.
By Sharon Bourgeois and Amanda Johnson
Increasingly, peopLe with end-stage andchronic diseases are being cared for byfamiLy members in their own homes.̂  ^ ^
Family members have assumed or had forced
on them the primary caregiver role because of
changes in health care funding and an ageing
population, coupled with an increased inci-
dence of terminal disease..
In recognising the role caregivers undertake
and to make this role achievable, nurses must
acknowledge that providing quality care re-
quires extensive input from them as health
professionals. Eor nurses working with family
caregivers, this can be both a worthwhile and
challenging experience. It means focusing on
understanding the family, caregiver roLes, and
the information and support the famiLy wiLL
require in the paLLiative context.
To die at home offers a meaningfuL way of Liv-
ing for the person dying, their family and
friends.^ ^ This can be achieved through shar-
ing time, space, reLationships and memories.
FamiLy-based caregiving has the potentiaL to
draw families together, to promote positive
feeLings that arise from meeting difficuLt chal-
Lenges and from a feeling of satisfaction, even
within a framework of impending loss.^ Shar-
ing experiences during the dying process cre-
ates a sense of community, empowering all the
participants invoLved with the person dying.
Caring for someone dying is an active process.
It offers caregivers the opportunity to create
some meaning out of chaotic events. FamiLy
and friends often express a desire to be in-
voLved in caring for the person dying. Coupled
with this is the wish of the one dying to stay
in their home environment. Thus, in part, the
care provided by family members fulfils a defi-
cit in the heaLth care system.^
However, in assuming the primary caregiver
roLe, famiLy members often have minimaL un-
derstanding of the person's diagnosis, treat-
ment regime or future care needs. Addition-
aLLy, famiLy and friends often have LittLe knowL-
edge of how the heaLth system works. Conse-
quentLy they are Limited in their ability to ac-
cess community resources and services to sup-
port care activities in the home.j^ The caregiver,
as a co-user of services, is often co-opted to
assume a nursing role through participating in
complex and technical tasks and delivering
skilled nursing care.
Nurses fulfil an essential role in supporting
families to care for the person dying at home.
The nurse engaging with the family must rec-
ognise that each family is unique and has in-
dividual care needs. The weLL-being of the per-
son dying is profoundLy affected by the qual-
ity of any informaL care they receive and, in
order for famiLy to provide quaLity care, nurses
must provide adequate support. .
The complex nature of the care required im-
poses an enormous burden on caregivers. Mini-
maL acknowLedgement is given to the scope of
care required , which, deLivered either aLong-
side or in the nurse's absence, can be anywhere
aLong the caring continuum. Care can range
from essentiaL needs such as bathing, to more
compLex care such as administering treat-
ments. In addition, the impact of providing
and sustaining care in the home is both com-
pLex and muLtidimensionaL.̂  Being abLe to sus-
tain caregiving becomes far more difficuLt if
the person's ilLness becomes protracted. Fam-
ily and friends may suffer fatigue, isolation and
stress. Pivotal to providing optimum care is
the role and responsibility undertaken by the
nurse to assess and intervene as necessary. The
nurse, then, has a unique opportunity to pro-
mote a paLLiative care environment for the per-
son dying and their famiLy, throughout the iLl-
ness trajectory.^^_j5
This articLe expLores some of the chaLLenges
nurses and famiLies face when caring for some-
one dying at home. The two exempLars on page
13 iLLustrate the Life experiences of one of the
authors, Sharon Bourgeois, who undertook a
care-giving role for her dying mother in a smaLl
New ZeaLand country town. Drawn from unpub-
Lished data from 2000, the exempLars outLine
the family's perceptions of their ability to care,
the nature of the care provided and the assist-
ance given by the attending nurse.
The first exempLar, "Having to make do!" raises
the challenges the nurse and family faced when
accessing physicaL devices for providing opti-
maL care. WhiLe some resources were eventu-
aLLy sourced, the famiLy experienced a lot of
frustration due to the sLowness of their arrivaL.
The famiLy was forced to become innovative in
order to meet the challenges of everyday liv-
ing care until nurses were able to intervene.
In order to access equipment, nurses must be
proactive and political. They must be abLe to
advocate for a fair share of the heaLth budget
to ensure resourcing meets community needs.
This suggests that nurses need to be more ac-
tive as political Lobbyists, or at least be able
to advocate for the redirection of these re-
sources to the community. In this exemplar,
earlier intervention to provide physicaL re-
sources wouLd have assisted both the caregivers
and the person dying.
The adjuncts to care that nurses can provide
make Life easier for caregivers and allow them
to feel in controL.,, The nurse's roLe as a co-
ordinator of resources is essentiaL and assists
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HAVING TO MAKE DO!
In order to care for Mum at home, I only
needed to ask the nurses and they gave us
as much heLp as they couLd. However, the
Lack of availabLe equipment became a reaL
issue. It appeared there was very Little equip-
ment in the "pooL", possibLy because of the
number of patients being cared for at home
at that time.
Another issue was the Lack of funding avail-
able to support these nurses. EarLy on in our
care routine, we had asked for a wheeL chair
to take Mum to the toilet. This chair onLy
became avaiLabLe the day before she died.
We made good use of it, though, and wheeled
her outside to see the double yeLlow daffo-
diLs and her first tuLip in flower for the year.
LJntiL its arrivaL, we used a borrowed office
chair with wheeLs. We wouLd heLp Mum to
stand, then swiveLthe chair behind her. One
sister wouLd push, another wouLd carry her
Legs and another wouLd carry the oxygen.
Eor aLmost two weeks, this is how we moved
Mum around the house, to the shower, out-
caregivers to provide compLex and technicaL
care for the person dying at home. Nurses need
to be abLe to access not just physicaL resources,
however. They aLso need to know how commu-
nity agencies, support groups and community
mechanisms function. Timely access to re-
sources is essentiaL in order to support fami-
Lies adequately.
The next exempLar, "To beg, borrow and steal",
demonstrates the Lengths nurses wiLl go to
ensure the needs of both the person dying and
the famiLy are met. The nurse's commitment
demonstrates a capacity to embrace paLLiative
care principLes within their everyday practice.
The perceived benefits for the person dying
and their famiLy ensure that a holistic approach
to care is taken.
SeveraL pertinent issues associated with the
availabiLity of resources for caregivers are evi-
dent in this exempLar. EirstLy, nurses need to
be aware how communities operate, where re-
sources can be acquired and how to get them.
Knowing this information opens up a vast av-
enue of resources that can be made avaiLabLe
to caregivers. Nurses who know their commu-
nities weLL can estafaLish a network of contacts
that heLps get the needed resources. These con-
tacts can further support caregivers by provid-
side onto the veranda for a change of scen-
ery or up to the table, because she reaLly
did not have the "puff" to walk anywhere.
The arrival of the wheel chair took a lot of
pressure off our backs, plus there were Leg
supports for Mum. We found a way of sup-
porting the oxygen cyLinder through the use
of a Large hook pLaced on the back of the
chair. This we found among Dad's fishing
gear in the garage.
To shower Mum, we first tried an outside
pLastic BBQ chair without sides, but that
took up too much room. Then the nursing
team brought us a shower chair with sides
that made showering Mum so much easier.
In addition, we had organised for the Local
plumber to come to the house to change
the shower fitting, but he never turned up,
even though he promised continually that
he would. In the end we used a jug as an
adjunct to the shower attachment to upend
over Mum when we were rinsing her. WhiLe
not perfect, it worked very weLL.
ing them with good information and timeLy re-
sources.
Families approach caring in different ways.
Caregivers need to be supported in a non-judge-
mentaL manner in order to faciLitate famiLy
decision making. Eor exampLe, for the famiLy
in the second exemplar, it was important the
hospitaL bed was set up in the Lounge rather
than the bedroom. Family wishes often dictate
the nature of these caring moments. Sensitiv-
ity to these actions enhances the collabora-
tive relationships between the nurse, the
caregiver and the person dying.
Examining the nurse's role
The exemplars enable the role of the nurse in
relation to the family caregiver in a palliative
care context to be examined. The retelling of
one of the authors' personal experiences high-
lights the need for an improved understanding
of what the famiLy caregiver and the nurses'
roLes are in reLation to the person dying at
home. The exemplars aLso dispLay the difficul-
ties associated with implementing a paLtiative
care phiLosophy in the home setting, due to
the complexity and individuaLity of the care
situation.
Integral to providing care to the person dying
and their family is the need for nurses to be
able to listen and respond to the needs ex-
pressed. Understanding that these needs are
unique to each family is paramount, if the nurse
is to plan individually tailored care. Nurses must
be aware of differing family needs and be able
to ensure the safety and well-being of both
the person dying and her/his caregivers.^
The roleof family caregiver is either determined
by choice or forced upon them by circumstance.
Nurses must recognise that, during the illness
trajectory, however altruistic the caregiver may
initially have been, they may also experience
TO BEG, BORROW AND STEAL
Mum was not fully conscious on the morn-
ing of her final day but she was able to be
roused throughout most of the day. When
the district nurse came, I asked for a hospi-
tal bed to make it easier for us to care for
Mum, as she was no longer able to go to the
shower and found it extremely difficult to
move her limbs.
To access the hospitaL bed, we needed to
contact a man in town who had the key to
the ambuLance haLL. We arranged for a trailer
and, with the heLp of famiLy and friends,
transported the hospitaL bed to the house.
We positioned it in the Lounge next to Mum's
chair and made up the bed.
I had asked the district nurse that morning
if she couLd come back to help Lift Mum into
the bed. I was worded my sisters wouLd hurt
themselves, as they had no training in lift-
ing someone from a chair to a bed. It was
fortunate the district nurse had a student
on placement with her. With their help, mine
and that of one of my sisters, we could man-
age this task.
The district nurse also brought with her a
speciaL mattress to provide comfort and to
avoid pressure. This meant we had to re-
make the bed; however we vaLued the new
resource as it showed the nurses were re-
aLLy caring about Mum too and thinking
of the Little things that would help her at
this difficuLt time. Apparently they had
to beg, borrow and steal to get that mat-
tress. •
NURSES MUST ALSO BE ABLE TO ASSESS WHEN
'Nurses may need to assurrie a greater caregiving role
in order to promote the caregiver's well-being,'
times of negativity towards the role.^g The
amount and type of care delivered by family
caregivers is determined by the disease proc-
ess, which is not static,
family invoLvement in care is centraL to the
paLliative care phiLosophy. However, nurses
must aLso be able to assess when the caregiver
roLe is no longer therapeutic. At this junc-
ture, nurses may need to assume a greater
caregiving roLe in order to promote the
caregiver's welL-being. Part of nurses' ongoing
assessment of famiLy caregivers is determining
the nature and timing of the information and
support required.^ This must be based on an
understanding that each famiLy caregiver is
unique.^ SeveraL authors have attempted to
qualify what constitutes and determines the
kind of support family caregivers need.^ ^ ̂ ^ The
nature and degree of information and support
nurses offer is enhanced when decisions af-
fecting the person dying, the caregiver and the
nurse are made collaborativeLy.
Typically, the support provided to someone
dying at home focuses on information needs,
patient comfort, practical care and emotionaL
support. Support can be as simpLe as activities
of daily Living, financiaL support, transport,
meaL preparation and housekeeping assist-
ance. ^ While caregivers themselves confirm
they want their needs to be individually tai-
lored, they centre on information and advice,
practical assistance, emotionaL support, res-
pite, and access to financial support.^ The con-
tinuum of care may consist of as LittLe as com-
panionship through to the provision of com-
pLex nursing tasks.^
Assessing bereavement needs
Through providing information and support to
the famiLy caregiver, nurses are in an ideaL
position to assess their bereavement needs.̂ ^
Achieving a "heaLthy" grief reaction for the
famiLy caregiver is a pivotaL component of the
work nurses undertake in this setting. Nurses
are privileged to support the family caregiver
through the transition to a new beginning.
Research that determines the needs of family
caregivers when caring for the person dying at
home within a cultural context is important.
Research of this nature will provide the oppor-
tunity for family caregivers to shape future
health policy and funding arrangements so that
services not only meet the needs of health pro-
fessionals, but are equally responsive to the
needs of the family caregiver. The exemplars
provide some insights into the benefits, frus-
trations and burdens that family caregivers can
encounter.
Conclusion
Nurses act as conduits between health care fa-
cilities, community resources and families to
promote "healthy" dying at home. The chal-
lenge for nurses is to ensure that care is ad-
equately co-ordinated and that caregivers are
well supported in the home. The nature of the
supportive strategies provided are complex and
wide ranging, encompassing the practical,
physical, emotionaL and spiritual dimensions
of care. Nurses are essential in making avail-
abLe this support to facilitate the provision of
complex and quality care for the person dying.
Home care nursing is reliant upon nurses who
know their communities, can access resources in
a timely fashion and who can advocate for the
needs of caregivers and those they care for dur-
ing the finaL phase of their Lives. •
This article was reviewed by Kai Tiaki Nursing New
Zealand's editoriaL review committee in October
2005.
Sharon Bourgeois, RN, MA, MEd, is the
associate head of school at the Univer-
sity of Western Sydney's School of Nurs-
ing.
I
Amanda Johnson, RN, MHScEd, is a lecturer
in the same school.
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